Strengths and limitations of this study
► This review has synthesised and analysed in depth 46 studies including qualitative evidence on who the participants are, and their degree of involvement, in the decision-making process on the location of care of the elderly. ► The review has performed an analysis of the quality of the studies, as well as a study of their relative contributions. ► More studies are still needed to deal with this decision-making process from the point of view of healthcare and social services professionals, and other relevant participants, mainly friends and neighbours.
AbStrACt
Objectives To understand who are the participants in the decision-making process about the location of care of the elderly.
Design Systematic review of qualitative studies. Data sources The following databases were consulted: Web of Science, MEDLINE, Scopus, CINAHL, PsycINFO and SciELO (from the beginning until 29 November 2017). The bibliographical references in the studies that were finally included in the review were also searched. Study selection The studies had to deal with the decision-making process (already experienced by the participants) on the location of care of the elderly (adults who are 65 or older), had to use a qualitative methodology and had to be written in English or Spanish. Data extraction and synthesis A data extraction tool was used. Data analysis was conducted through the constant comparative method from Glaser and Strauss' grounded theory. results 46 studies were included in this review. Most of them were carried out in the USA, and in 21 of them the study population focused exclusively on the elderly. This review has found that there are many participants, with different roles and degrees of involvement, who may act jointly, separately or sequentially. These participants may be: the elders, family members, professionals and other relevant.
Conclusions The main result of this review has been the variability found on how this decision is made, even varying the way of acting/perceiving the situation of the involved persons on certain occasions, simply due to the influence of some of the other groups of participants studied. Besides, this review has focused its results on the main participant in this process, the elders and how their family members interact with them when it comes to making this decision. This has allowed relevant results to be obtained about roles and degrees of involvement. PrOSPErO registration number CRD42018084826.
IntrODuCtIOn
Decision making in healthcare is very difficult. 1 Throughout the literature, there are different models for the decision-making process, the most widely known being: the paternalistic model, 2-4 the professional-as-agent model, 2 4 the informed decision-making model [2] [3] [4] and the shared decision-making model. [2] [3] [4] All these models may be analysed according to who is deliberating, how the exchange of information takes place and who the people responsible for the decision are. 3 Among them, the shared decision-making model has proven to be an adequate, feasible and suitable way to deal with the clinical encounter at present. 5 This is also important, among other reasons, because of its capacity to forge a new relation between professionals and individuals, ground on collaboration and also because persons want to be more implicated than they presently are in the decisionmaking process on their own well-being and healthcare. 6 This shared character has multiple benefits: both the persons getting care and the ones providing it are able to comprehend what is significant for the other one; persons feel empowered and aided to make informed decisions and achieve a shared decision on their care; and healthcare and social services professionals may adapt the treatment or care to the individual's needs. 7 
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But, apart from that, shared decision making is a necessary element to optimise the usage of the scant resources in healthcare, 5 which has the potential to improve the way in which the resources are distributed and to reduce unjustified clinical variation. 6 However, despite all its benefits, the shared decisionmaking model is not an everyday practice. 8 In fact, many patients do not even expect to take part in decision making, 8 thus being a barrier for shared decision making when patients do not want to be involved, preferring to have a passive role. 9 As a matter of fact, according to the results of a systematic review of literature, patients assume that the role of 'normal' patients is to be passive and to expect clinicians to make the decisions. 9 In the specific case of the elderly, a recent review reports contradictory results in this regard, finding both studies pointing to the preference of the aged for a passive role and for an active participation. 1 The literature shows how the elderly, even if they do not wish to play an active role in medical decision making, want to be informed about their situation, as well as they consider it important to be listened to when they explain how they feel or what they think. 10 Together with their preference or opposition to participate actively, it is important to consider the attitudes of healthcare workers, as the bibliography also shows discriminatory attitudes on the basis of age in healthcare services, 11 revealing healthcare workers who think that elderly patients are not able to take part in the decisions on the healthcare they receive. 11 Those prejudices end up turning into attitudes of exclusion, such as, for instance, not asking elders about their preferences regarding care. 11 In short, the literature points out the need for more research on how the elderly make decisions about their health. 1 To do it adequately, planning and adapting their preferred level of involvement in the decision-making process has the potential to prevent hospitalisation and rehospitalisation, and to maintain their independence. 1 As a result, this research has focused on a specific event, relocation, which entails a big change in the lives of most persons, 12 usually seen as a stressful experience. 12 If this is emotionally significant at any moment in life, it is particularly so in old age. 13 In addition, the elders being relocated is a growing group of people. 14 Therefore, our research question in this paper is: who takes part in the decision-making process about the location of care of the elderly? The objective of this review would thus be to synthesise the existing evidence obtained using qualitative methodology in order to achieve a deep understanding of who takes part in the decision-making process about the location of care of the elderly.
This review is part of a broader review of the study of how the decision-making process takes place on the location of care of the elderly, which focused on three very important aspects: who the participants are, their experiences and the motives/reasons involved in the decisionmaking process. Due to the large amount of information found in the literature and its relevance, the authors of the review decided to answer each of the research questions separately.
MEthODS

Design
To synthesise the existing evidence, we performed a systematic review of qualitative studies, which was conducted according to Preferred Reporting Items for Systematic Reviews and Meta-Analyses statement 15 (online supplementary file 1) and the Enhancing Transparency in Reporting the Synthesis of Qualitative Research statement. 16 Systematic review has been registered in the PROS-PERO database.
Data sources
The following databases were consulted: Web of Science (core collection of Web of Science), MEDLINE (through PubMed), Scopus, CINAHL Complete (through EBSCOhost), PsycINFO (through ProQUEST) and SciELO Citation Index (through Web of Science).
The search in the databases was developed from the beginning of the databases to 29 November 2017.
The different search strategies used in each database are accurately shown in the published review protocol (online supplementary file 2). 17 In addition, we reviewed the reference list of the papers which have been finally included, searching all the possible relevant papers.
Study selection
Eligible studies were those dealing with the decisionmaking process (already experienced by the participants) on the location of care of the elderly (adults who were 65 or older), and reporting qualitative research data.
Studies had to be written in English or Spanish, because these are the languages spoken by the reviewers.
More detailed information about the eligibility criteria used can be consulted in the published review protocol. 17 Data collection process Before starting the article selection process, duplicate citations obtained from the different databases were eliminated.
Thus, first the titles and abstracts of all the obtained citations were screened. Afterwards, the full-texts papers of those citations of interest were read, taking into account the inclusion and exclusion criteria to select those suitable for inclusion.
This process was carried out by two reviewers independently, who met to discuss their impressions periodically, consulting a third reviewer only in cases where there was disagreement.
The detailed data collection process is shown in a flow chart (figure 1). 
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Data extraction
A tool for data extraction was used to extract information about the title, year of publication, country, language, authors, objective, design/methodological basis, sample, techniques/methods for information collection, data analysis methods/techniques, ethical considerations, results, final conclusion, strengths and limitations and comments by the reviewers.
The descriptive information has been classified in online supplementary file 3, while the information regarding the results was first classified and subsequently analysed.
The entire process was developed by two of the authors, and in cases where there was no agreement, the third author mediated.
Quality assessment
The quality of the studies included in this review was evaluated using the Critical Appraisal Skills Programme Español (CASPe): Plantilla para ayudarte a entender un estudio cualitativo. 18 This evaluation, together with the relative contributions of different studies to the results of this review according to their quality (taking into account a process proposed by other authors) 19 is shown in table 1.
Thus, this review understands as a relative contribution each of the contributions of the studies included in our review to the results of the same one. Taking this into account, a score of 1 means that the study has provided information to a single aspect, while a score of 20 means that that study has contributed on 20 occasions to the results of the review.
On the other hand, to give a score to the quality of the included papers, the score and classification system proposed by Butler et al 20 has been used: every 'Yes' scores 1 point, every 'Not sure' scores 0.5 points and every 'No' scores 0. Later, that same author classifies them into three categories: high-quality paper (scores 9-10), moderate-quality paper (scores 7.5-9), low-quality paper (less than 7.5) and those under 6 points are excluded. 20 In this review, however, the quality of the studies was not part of the inclusion or exclusion criteria, and that is why the studies have not been excluded because of their quality. 
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Source: own elaboration based on the information obtained from the 46 articles that make up this systematic review. Y, yes; NS, not sure; N, no; Q, question.
Patient and public involvement statement
Patients and public are not involved in this study.
Data analysis
The data analysis was carried out through the constant comparative method 21 from Glaser and Strauss' grounded theory. 22 First, a complete reading of the results and conclusions of the different studies was carried out. Subsequently, the information corresponding to the objective of this review (who takes part in the decision about the location of care of the elderly) was identified, using the authors' interpretations and textual quotes. Finally, categories and subcategories emerged, whose origin was the main topic of the study, which can be found in the Results section.
rESultS Forty-six studies were included in this systematic review (figure 1), all of them written in English. These studies were carried out in 14 countries: 20 in the USA, 23-42 6 in Canada, 43-48 5 in Sweden, [49] [50] [51] [52] [53] 3 in New Zealand, [54] [55] [56] 2 in Finland, 57 58 2 in Australia, 59 60 2 in Taiwan, 61 62 2 in the UK 26 63 (1 in England), 63 1 in Germany, 50 1 in Israel, 64 1 in Norway, 65 1 in South Korea, 66 1 in China 67 and 1 in Japan. 68 Seven of these studies have been published in the last 5 years. 41 42 52 53 56 58 64 As far as the participants are concerned, 21 of the studies focused exclusively on elders, 23 64 3 included professionals, family members and elders, 28 54 67 2 focused on family members and professionals, 40 65 2 dealt with the researcher's personal experience as a family member of an involved elder 30 42 and 1 used patient records. 68 For a detailed view of the characteristics of the included studies, please refer to the online supplementary file 3.
As for the quality of the included studies, most are of a moderate quality (22 papers). 23 59 68 As regards their relative contribution to the obtained results, it may be observed that there is no connection between the studies' quality and their relative contribution to the review's results, since there are papers which have obtained a low quality score and have had a high score in relative contribution, as is the case for Groger, 24 or the opposite, with a high quality and a low contribution, as is the case for Söderberg et al. 51 The paper with the highest relative contribution is Laditka 42 (with a moderate quality), and the one with the lowest relative contribution is Jorgensen et al 54 (with a moderate quality). For more details, see table 1.
Below is the summary of the results with the corresponding categories obtained. The original quotes (OQ) from the papers included in the review, which exemplify the categories of interest, are listed in detail in online supplementary file 4.
Participants in the decision-making process One of the most important characteristics found throughout this review on the decision-making process to choose the location of care of the elderly is the existence of many participants with different roles and degrees of involvement.
To sum up, these participants may be classified into: the elderly persons themselves, 23 the elders The participation of the elder in the process to decide where he or she will receive care ranges from a complete lack of participation to an active decision made on their own.
Active participation
In this review, the active participation of elderly people in this decision-making process has been understood differently 23 
On their own
According to our results, in most cases, the elders are the decision owners, making it actively and responsibly, even getting involved in the different roles concerned in this decision-making process 23 24 By doing so, getting involved in the decision-making process, many elders are able to keep control and to decide, 23 35 50 52 57 which allows them to suitably manage their everyday life and to stay at home, 35 50 52 but also, at the same time, to be ready for a possible relocation 50 (OQ2). 52 In fact, on some occasions, the decision is even taken pre-emptively, 29 35 53 57 60 which leads to the elderly person to relocate prematurely/pre-emptively 29 35 53 60 (OQ3). 60 However, on other occasions, the elders act in the completely opposite way, postponing the decision. 35 50 63 These persons do not only postpone the decision, they do not even want to talk about it, 35 63 therefore being unable to act pre-emptively. 35 This makes them even get to delegate the responsibility for taking the decision on when to relocate. 35 50 Open access
Accompanied
The second most common situation is when the elderly are accompanied 24 28- 31 33 35-37 39 42 47 49 52 53 55 56 58 60 63 64 67 68 by different people in this process.
To a greater extent, they are accompanied by their families, 24 28 -31 33 35-37 39 42 47 49 52 53 55 56 58 63 64 67 followed  by different healthcare and social services professionals 24 28 30 49 52 53 56 58 63 and, lastly, by other relevant participants, 31 33 36 37 53 56 60 such as friends. 31 33 36 37 56 All these people may provide either a positive or a negative support, and they may have a different degree of involvement.
Some participation
A mid-point in the responsibility gradient in decision making would be when the elderly person has some participation in the decision making. 24 65 67 This means that, as opposed to what is said in the previous sections, where the elder would actively participate in the decision-making process, in this category the elders find themselves involved in the process somehow, but not with a complete responsibility.
Thus, it is also the case that sometimes the elderly simply accept decisions made by other people, so they do not actually get to make the decision 24 On some occasions, the decision is accepted only after a process of negotiation of the different proposals made by family members. 30 59 67 Nevertheless, even if the elders are not the ones deciding, their participation, although partial, influentially contributes to the final decision. In many of these cases, the elders are listened to and their opinions are respected and taken into account 30 42 44 46 65 (OQ5). 46 On other occasions, even though at first their family members try to convince them, in the end, they end up respecting the elder's opinion 65 (OQ6), 65 even postponing the decision to relocate because the elder refused to do so 30 42 46 65 (OQ7). 46 The elders do not decide Lastly, it bears mentioning that on many occasions there are cases where the elders to not participate in any way [24] [25] [26] [27] 36 38 Many of this elders are not even consulted, but are only informed of the decision once it is already made 24 43 47 55 56 65 (OQ9). 24 On the other hand, some elders simply realised that they were being relocated and they would not go back to their previous homes. 47 51 Finally, in the most negative extreme of this lack of participation, there are elders who claim having been deceived 38 during the decision-making process (OQ10). 38 
Family members
Considering the results obtained in this review, we decided to analyse the role of the family in the decisionmaking process, according to what their behaviour was like in relation to the elder affected by the decision.
Taking this perspective into account, family members, in general, usually adopt two completely opposite kinds of behaviour: taking into account the elder, 24 Taking into account the elder In general, those family members who act taking into account the concerned elder usually adopt positive behaviours 24 30 42 49 55 (OQ11), 55 also being an example when they listen to and respect the preferences of the elder, 30 39 42 46 49 55 64 67 and even, if necessary, postpone the relocating decision due to the refusal of the elderly persons 30 42 46 49 (OQ12). 46 However, the fact is that taking into account the elders does not always mean having a positive behaviour. In fact, on some occasions, family members get to adopt different negative behaviours 24 38 48 49 56 61 64 65 as regards the decision-making process about the elders. Some examples of these negative behaviours would be to outright lie to the elders 38 48 (OQ13) 48 or to use persuasion. 49 Even so, although some family members tried to use persuasion, 49 61 65 in some cases, in view of the elders' refusal, they did not get to act against their will 65 (OQ14). 65 There are other cases in which, due to the persistence of family members, the elders end up relocating, 64 or the family members force the elders, 24 56 even to relocate without their partners. 56 Not taking into account the elder Despite the fact that most of the studies included in this review deal with situations where family members take into account the elders in some way, this is not always the case. In fact, the situations where family members do not take the elder into account in any way usually occur due to the elder's cognitive impairment 46 61 (OQ15). 46 However, even if this may be the most common situation, our results have also found references to situations where the elders are excluded despite not having cognitive impairments. 48 The family members who behave like this usually decide without the participation of the elders, 25 36 38 43 just informing them once the decision has already been made 24 36 38 39 47 65 (OQ16). 38 Nonetheless, in some cases the exclusion of the elder is premeditated, deciding to relocate him or her as a form of punishment. 59 
Professionals
As for healthcare and social services professionals, there is a broad range of both types of professionals involved and the way they are referred to.
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The most usual way to name them in the studies is 'healthcare professionals', 27 43-46 53 59 63 65 although 'service provider' is also used. 28 However, the most common way to refer to the professionals is to name the different professional groups involved in this process (from the most often named to the less often named): physician, 23 24 27 28 40 44 45 47 49 53 59 62 65  social worker, 24 27 28 36 44 45 48 53 59 68 nurse, 30 36 44 45 47 59 65 care manager/case manager, 28 42 44 49 51 home healthcare leader 65 and occupational therapist. 44 There are also references to different institutions involved in the process, as may be the ageing and home healthcare agencies, 28 42 and even home healthcare services 42 ; or the geriatric evaluation units. 44 On the other hand, the studies also refer to professionals linked to certain institutions, such as evaluators linked to communities, 42 or the residence directors. 46 56 Finally, it bears mentioning a particularly divergent case as regards the participation of professionals, and it is the case of hospital staff. 25 28 30 40 42 52 55 56 58 61 The different studies include references to a wide range of attitudes, from an almost complete absence and lack of interest for the elder's living conditions, 42 focussing exclusively on medical issues 42 ; to their involvement in the discussion of plans, care options and information 25 28 30 40 52 56 59 61 or to even completely taking on the decision on where the elder should receive care 55 58 61 (OQ17). 55 Other relevant participants Lastly, this review has also found a fourth category of participants, which would be that of other relevant participants, which includes all those people who are relevant and influential in the decision-making process, but are not included in the previously mentioned categories.
In this group, friends and neighbours 25 27 31 33 36 37 40 42 46 48 56 62 67 are the participants who seem to be the most important and influential for the rest of participants, being essential, for instance, to validate the decision, that is, to recognise the decision taken as appropriate 25 (OQ18) . 25 This category also includes support groups, 40 and even, on some occasions, people on the street are also included in the category. 25 
DISCuSSIOn
Principal findings
The review conducted here included 46 articles of interest with qualitative data, thanks to which it has been possible to respond to the objective of this review, to understand in depth who takes part in the decision-making process about the location of care of the elderly.
Thus, the results of this review identify several involved participants, with different roles and degrees of involvement. These participants are the elders affected by the decision, their family members, the healthcare and social services professionals, and other relevant participants, such as friends and neighbours.
The elders themselves, the people mainly affected by this decision, may act on their own, be accompanied (mainly by their families), just have some participation in the decision or not participate at all. Among all of them, acting on their own has been the option with the highest number of references in our results. This coincides in some way with the literature, which shows how elders want to be involved in making autonomous decisions in different fields, like those linked to their care, treatment and everyday life. 69 However, another recent review of the literature, which addresses the decision of location of care and end of life, it points out how most older people were excluded from the decision totally, although they also note that there were elders who were actively included or even made autonomous decisions, although they were not in the majority. 70 Because of these differences with respect to whether or not the older person is involved in the decision-making process about the location of care, further research is needed to see which factors influence and act directly on not only the capacity or possibilities for participation, but also on the desire to participate, to take part actively, and even to act pre-emptively.
On the other hand, in spite of family members usually taking into account the elders, we have also found situations where they act without taking the elders into account, usually when there are cognitive problems. Our results coincide with those of a recent review, which shows how some carers both talk about the decision with older people and not talk about it, noting how in some cases older people could not be implicated because of cognitive problems. 70 These reactions seem to be supported by the literature, since, as a recent systematic review on dementia claims, when dementia progresses, the person suffering from it loses the mental capacity to make more complex decisions, and the caregiver turns into the surrogate decision-maker, changing the couple's relationship and reverting the roles in parents and children. 71 As for professionals, this review shows a wide range of variety, roles and degree of involvement from the professionals taking part in this decision. In the review of Garvelink et al, 70 the role of health professionals is also pointed out, seeing that they offer information, instruct the decision makers, initiate the decision or even are the ones who make the decision, among other roles. 70 However, Garvelink's review does not specify the different types of professionals involved, as it does our review, the physician being the professional most often mentioned in the reviewed papers in our review.
Lastly, apart from the three above mentioned main groups of participants, there is another group of people who are relevant in the decision, including, for instance, support groups, but, above all, friends and neighbours, who are not only mentioned more often, but they seem to have a greater influence. Among other things, they help to validate the decisions, which was already mentioned in the systematic review by Jacobson et al, 72 on the experiences of carers of elders who have been relocated to a facility. This
Open access review's results pointed out that carers usually felt that they had a minimum control in the decision making and in the relocating process, and that they sought validation from friends, family members and professionals. 72 limitations This systematic review has some limitations. The main one is that it was not always possible to count on the perceptions or opinions of participants in the decisionmaking process directly, but on certain occasions it was only possible to have access to these experiences on the basis of the accounts of other participants in the process.
In addition, given the magnitude of de quantity of information found and analysed, we have chosen to analyse the interpretations made by the authors of the studies included, summarising and extracting, in certain cases, some direct quotations, because of their greater clarity and relevance to the review's results.
Future research
First of all, regarding future lines of research on this topic, we consider that more research whose object of study is the professionals involved in the decision-making process, as well as other relevant participants, because few articles have been found that primarily address their views. These studies would be not only interesting from an academic point of view, but could also help directly to both professionals facing this decision in the future and elders themselves, family members and their immediate environment, by bringing out their unique and personal perspectives.
Furthermore, although many primary qualitative studies have been found, they focus only on 14 countries, most of them Western countries. Therefore, it would be interesting if more research were carried out on the decisionmaking process of older people in different areas of the world (with different cultural norms and values). Thus, this process could be studied in more detail and depth, and it could be possible to see whether or not there are differences in who participates in this decision and how the participants relate to each other.
COnCluSIOn
The main result of this review has been the high variability found in the literature on how the decision on the location of elderly care is taken. There is no pattern or single way to proceed, and, on some occasions, the way the people involved act or perceive the situation varies due to the influence of some of the other groups of participants studied.
Despite that, this review has obtained relevant and really noteworthy results as far as the roles and degrees of involvement are concerned, thanks to having focused on the main participants in this process, those who are directly affected by the decision: the elders.
Thus, the different ways in which the elder is involved in the decision-making process have been analysed, to a greater or lesser extent, as well as how those closest to them, their family members, relate to the elders when it comes to making this decision. In this regard, it is highly interesting how some behaviours that may seem positive a priori, such as taking into account the elder, are not always linked to positive behaviours from the family members.
However, the existence of other participants in the literature also bears mentioning, who have been classified into two big groups: healthcare and social services professionals (physician being the most often mentioned category, followed by social worker and nurse), and other relevant participants in the decision-making process (the elder's friends and neighbours being the most often mentioned). Nevertheless, more research is still needed to go in-depth on their experiences and/or opinions throughout this process.
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